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Abstract
The present study aimed to identify the level of knowledge, awareness, experience, and
perceptions school support staff (school counselors, school psychologists, school social
workers, and school nurses) have of youth caregivers. In addition, this study investigated
school support staff’s confidence in their ability to identify and support this population
specifically in Virginia schools. The focus group consisted of 4 school support staff
participants which included two school nurses, one school counselor, and one school
psychologist. The participants were asked a list of questions pertaining to the youth
caregiver population during the 42-minute focus group meeting over Zoom. The focus
group participants had very little knowledge and awareness regarding the youth caregiver
population. Many of the experiences school support staff had regarding youth caregivers
heavily involved students with chronic absenteeism due to working to support their
family or staying at home to look after their siblings. Participants observed the negative
impact youth caregiving has on students’ education and wellbeing. In addition,
participants did not feel confident in their ability to identify and support the youth
caregiver population specifically. Due to the lack of identification tools and supports
within the schools, the participants did not feel equipped to assist with this population.
Further research may include the impact of presenting information regarding the youth
caregiving population to staff and students, implementing youth caregiving assessment
tools within the school buildings, and creating supports within the school system.
Keyword: Youth caregiver population, school support staff, school system,
identification tools, supports, chronic absenteeism
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Introduction
Until the past three decades, youth caregivers were an understudied population.
The prevalence of caregiving youth was slowly revealed due to the beginning of research
conducted in the U.K. during the mid-1990s. According to Becker and Sempik (2019),
“Youth carers (caregivers) are a global phenomenon and wherever researchers have
looked, they have identified children and adolescents who have substantive caring roles.
This includes European countries, the United States, Australia, New Zealand, SubSaharan Africa, and the Middle East” (p. 377). The definition of a youth caregiver, or a
young carer, varies from country to country. The American Association for Caregiving
Youth (2021) define youth caregivers as the following:
Children and adolescents who are 18 years of age and younger who provide
significant or substantial assistance, often on a regular basis, to relatives or
household members who need help because of physical or mental illness,
disability, frailty associated with aging, substance misuse, or other conditions.
In addition to this definition, Diaz et al. (2007) describes this role with the following:
This assistance may include one or more of the following: personal care, medical
care, household management, supervision, translation in medical settings, and
emotional support. Youth caregivers may provide care directly to the recipient or
indirectly by taking over the care recipient’s responsibilities, such as parenting
younger children. They perform tasks that go beyond chores and require a level of
responsibility more appropriate for an adult (p.132).
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Information about the prevalence of caregiving youth in the U.S. is scarce.
Although there have been several national surveys over the last decade that estimate the
prevalence of family caregivers, there are currently no evidence-based guidelines
regarding best practices and tools for identifying caregiving youth. There is also a gap in
the literature regarding school supports enacted by school support staff (school nurses,
school counselors, school psychologists, and school social workers) for youth caregivers.
This literature review inspects international statistics regarding the prevalence and
outcomes of youth caregivers, developmental impacts, recounts from youth caregivers,
international resources and supports, and the lack thereof in the United States. In
addition, the literature review was used to inform discussion points for a focus group of
school support staff to explore the understanding and needs of youth caregivers in a large
school system in Virginia. The results are used to add information about the status of
schools in supporting youth caregivers and provide direction for improving services for
this population.
Literature Review
International Youth Caregiver Studies
The identification of youth caregivers began in the United Kingdom, and slowly
migrated through Australia, Africa, several Asian and European countries, Canada, and
now the United States (Kavanaugh et al., 2016, p. 30). According to Kavanaugh et al.
(2016), the U.K. was the founding nation of the “young carer” movement as well as the
most advanced country regarding how to identify and support caregiving youth. Walker
(1996; as cited in Shifren & Kachorek, 2003), found that “numerous youth caregiver
projects were implemented in the UK in the 1990s, including a series of surveys
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conducted for the Department of Health by the Social Survey Division of the Office for
National Statistics” (p. 339). These surveys conducted in 1995 and 1997 found that the
average age of an early carer was twelve years old (Dearden & Becker, 1995, 1998;
Shifren, & Kachorek, 2003). According to Shifren, & Kachorek (2003), “young
caregivers in the UK are in secondary school, between the ages of 11–15 years, and more
than half of them are female” (p. 339). In 2011, the England census data suggested there
were just over 166,000 children and young people who were providing care to someone
with a disability or illness (Office for National Statistics Census, 2011).
Research showcased the increase in youth caregiver identification in Australia
during the early 2000s. According to Kavanaugh et al., (2016), “The most recent
Australian figures from 2003 indicate that 170,600 young people provided support and
assistance to family members with an illness or disability on a regular or on-going basis.
This is estimated at 3.6% of all children and young people under the age of 18” (p. 330).
Moreover, youth caregivers began to receive recognition in Canada as well. “In
2006, Canada had one of the largest global young carer populations, with more than 1.18
million carers between the ages of 15 and 24 providing unpaid care. This represented a
13.5% increase between 1996 and 2006” (Stamatopoulos, 2015; Stamatopoulos, 2018,
p.180).
The first and only national youth caregiver survey in the United States was
conducted in 2005 by the National Alliance for Caregiving/United Hospital Fund. This
research indicated that at least 1.3–1.4 million children were involved in a myriad of
caregiving responsibilities, and that those who were most negatively affected lived in
single parent and lower income homes (NAC/UHF, 2005). This estimate may seem low
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to researchers, however, it is important to remember that some families and youth
caregivers may have been reluctant to share their caregiving situation. The research
indicated that youth caregivers reported that caregiving responsibilities affected their
schoolwork or school activities. “One in five said that their caregiving had made them
miss a school activity or an after-school activity, 15% said it has kept them from doing
schoolwork, and 8% said it has made them miss homework” (NAC/UHF, 2005, p. 7).
About three in ten reported that they were sometimes absent from school or that other
responsibilities keep them from doing schoolwork, and one in five reported falling asleep
in class (NAC/UHF, 2005, p. 36). According to the Family Caregiver Alliance
Association, a study conducted for the Bill & Melinda Gates Foundation by Civic
Enterprises found that a startling 22% of high school dropouts leave school to care for a
family member (Bridgeland et al., 2006, p. 6).

Risk Factors
According to Gough & Gulliford (2020), caregiving may have a potential
detrimental impact upon children and adolescent psychological wellbeing, social
wellbeing and educational outcomes (p. 150). Gough and Gulliford’s (2020) study found
the following:
Adverse outcomes that may be associated with young caregiving include negative
impacts on mental wellbeing (Abraham & Aldridge, 2010), lower self-esteem and
life satisfaction (Collins & Bayless, 2013), holding significant worries (Cree,
2003), increased risk for depression and anxiety (Cohen, Greene, Toyinbo, &
Siskowski, 2012), restricted peer networks and social withdrawal (Bolas, Van

5
Wersch, & Flynn, 2007; Barry, 2011) and educational underachievement (The
Children’s Society, 2013). (p. 150).
According to NAC/UHF (2005), parents’ reports of their children’s behavior indicate that
youth caregivers tend to show anxious or depressed behavior more than non-caregivers.
For example, caregivers are more likely than non-caregivers to feel at least some of the
time that no one loves them. This is evident for children ages 8 to 11 and for those who
are 12 to 18 years of age (NAC/UHF, 2005). “In addition, younger caregivers are more
likely to complain that they feel worthless or inferior, and the 12 to 18-year-old
caregivers are slightly more likely than non-caregivers of their age to have sudden
changes in mood” (NAC/UHF, 2005, p. 6). Further, a larger share of caregivers ages 12
to 18 behave antisocially than non-caregivers of the same age. “In particular, they are
more likely than non-caregivers to have trouble getting along with teachers, to bully or
act mean towards others, to be disobedient at school, and to associate with kids who get
in trouble” (NAC/UHF, 2005 p. 25).
Although this was the first survey to recognize this population, the researchers felt
that their results did not fully encapsulate the true quantity of youth caregivers and their
families.
The survey revealed the following limitations:
A limitation of the survey was the prevalence estimates based on results of
questions asked during a survey of individuals selected at random, and those
estimates have a margin of error related to both the sampling strategy and the
topic. Adults who receive care from children and/or adolescents might not be
willing to share and participate in the survey. Moreover, the strategy used did not
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include those who did not speak English, did not have a telephone, or who were
unwilling to respond to surveys by phone. (NAC/UHF, 2005 p. 4).
First-Hand Accounts from Youth Caregivers
When considering the developmental effects of youth caregiving, social and
emotional impacts are questioned. Stamatopoulos et al., (2018) further discuss the
negative impacts youth caregiving can have on their development. The researchers of this
study utilized a qualitative, focus group design to investigate the youth caregivers’
experiences. Two focus groups and one in-depth interview were held with 15 youth
caregivers from the Greater Toronto area and the Niagara region of Southern Ontario.
The 15 participants were full time middle school students, averaging 16 years of age. The
researchers noted, “half of the participants were providing care for a sibling, the next
largest group provided care for a parent, and several provided care for multiple family
members” (Stamatopoulos et al., 2018, p. 188). The parentification literature taken from
within this study provides additional evidence as to how taking on responsibilities that
exceed their ability can negatively affect them socially and emotionally (Stamatopoulos
et al., 2018). Parentified children are thought of as children who take on the parental role
in the family. Stamatopoulos et al., (2018) found the following:
Later, the concept grew into a process of parentification that illustrates how all
relationships, including healthy ones, contain components of caregiving
underlined by patterns of relating that only become problematic once they become
excessively burdensome to the child. This opens up the possibility that
parentification (like caregiving) may have either positive, negative, a combination
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of positive and negative, or no effects at all depending on the child’s position on a
care continuum from minimal to maximal (p. 184).
According to Stamatopoulos et al., (2018), behavioral, health and personality effects
found among parentified children are similar to the effects found in the global young
carer literature. Moreover, the researchers note that it can cause depression, anxiety,
feelings of loneliness, guilt, isolation, self-harm, disordered eating, substance misuse,
poorer school performance, increase aggression and delinquency, and difficulty
maintaining healthy social relationships with peers (Stamatopoulos et al., 2018, p. 184185).
Education
First-hand-accounts reveal that education can be negatively impacted by youth
caregiving. “Negative outcomes impacting education include lack of sleep, concentration
difficulties, increased lateness, absences, and a lack of available time required for
homework and studying are just some of the penalties noted” (Stamatopoulos et al., 2018,
p. 192). Participants reported wishing there were “more hours in the day.” According to
the study, simultaneously managing school and caring for family members resulted in a
sleep deficit that affected participants’ academic performance. As one 19-year-old female
stated, “I might be distracted or fall asleep in class, or I’ll show up late because I had
trouble sleeping or things came up.” (Stamatopoulos et al., 2018, p. 192).
Additionally, survey data results revealed an average of 6.5 days of school missed
over the course of three months due to caregiving-related events (Stamatopoulos et al.,
2018). Stamatopoulos’s (2018) continues to reveal the following:
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There was a wide variation in absences, with young carers providing lower levels
of weekly caregiving to miss few or no days juxtaposed with those youth
providing higher levels missing upwards of a full month over the preceding three
months. Often, appointments, surgeries or other health-related emergencies
involving the youth’s care-receiver prompted such longer-term absences (p. 193).
Missing school due to caregiving-related events has also been shown to cause conflict
within the home.
Family, Social, and Emotional
Strains on family relationships can occur due to the demands of youth caregiving.
As one of the 17-year-old stated, “I hate my mom somewhat, but I don’t in a way because
she is my mom and she gave birth to me …but I’m frustrated because she is an alcoholic
so sometimes it feels like I am a parent but a parent of a 5-year-old child who is a fullgrown person” (Stamatopoulos et al., 2018, p. 195). In addition, the participants felt that
the unequal division of caregiving duties also caused tension between family members.
“Some participants revealed how relationships became strained and at times led to
emotional responses or outbursts between family members. ‘Since my brother has been
sick, my dad has been really not helpful and that has worsened the situation … so things
have changed between us’ (female, age 15)” (Stamatopoulos et al., 2018, p. 196).
Another negative consequence for youth caregivers included the lack of socialization
with peers. The participants reported that they had no “free time” to themselves or with
friends.
When asking participants whether they tried to make up for lost time by inviting
peers over to their family home, extenuating circumstances often stood in the
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way. “Several youths discussed their refusal to invite peers to their homes for fear
of embarrassment, a finding that was magnified for those in families dealing with
a terminal illness and/or other forms of stigmatized illness, for example, mental
illness or substance abuse” (Stamatopoulos et al., 2018, p. 197).
Lastly, many participants expressed the emotional impact youth caregiving has every
day. For example, one participant shared the constant fear they felt whenever they left the
house for school or the grocery store, terrified that their care receiver may have
accidentally fallen or injured themselves.
A second study conducted in Australia by Smyth et al., (2011) found that few
participants never even considered themselves to be “caregivers”. The study was
conducted at three Australian Young Carer Camps, and revealed that the participants
viewed their responsibilities as ‘normal’ or just their ‘everyday routine’. This rang true
especially for those who had been caring for years. A 17-year-old female who was caring
for both her mother and younger brother stated, “Cause you’ve done it so long it’s just
normal”. I always thought it was just the way life was when I was younger, so I kind of
just accepted it and didn’t really think anything else of it. (female, age 15) (Smyth et al.,
2011, p. 150).
For some of the participants, being identified and finally recognizing the youth
caregiver label helped validate the weight of their experiences. “For one carer, finding
out about being a ‘young carer’ was a revelation because the label helped him recognize
that he did shoulder a lot more responsibility than his peers” (Smyth et al., 2011, p. 151).
Discovering that they weren’t alone in their role and feelings surrounding their
responsibilities was described by the young carers in this study as a ‘relief’,
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‘inspirational’ and made them feel ‘a lot better’ (Smyth et al., 2011). The results of this
study emphasize the notion that raising awareness surrounding the concept of youth
caregiving can be extremely beneficial for youth caregivers’ well-being.
Protective Factors
According to the literature, “young carers in the UK have been found to exhibit
resilience, with factors such as social recognition of the caregiving role and family
support relating to experiences of benefit-finding” (Cassidy, Giles, & McLaughlin, 2013;
Gough & Gulliford, 2020, p. 152). Additional positive consequences include developed
coping strategies, practical life skills, and an increased sense of pride and mastery
(Stamatopoulos et al., 2018).
A study by Stamatopoulos et al., (2018) explored the challenges and benefits of
youth caregivers. The researchers stated, “early caregiving also provides an opportunity
to build closeness, instill feelings of pride and competence, and foster empathy and
compassion” (Stamatopoulos et al., 2018, p. 191). Participants in this study echoed the
listed benefits. As one 18- year-old female stated, “My caregiving is fairly rewarding, I
definitely think that because of my brother I have learned a lot more about empathy and
helping people who have difficulties” (Stamatopoulos et al., 2018, p. 191).
Moreover, Stamatopoulos’s et al., (2018) study found the following:
Added insight into illness and hardship, an increased appreciation of life, health
gains, spiritual growth and positive changes in life priorities and personal goals
have also been noted (Charles, Stainton, & Marshall, 2010; Nichols et al., 2013;
Pakenham & Bursnall, 2006), in addition to a heightened sensitivity to the needs
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of others and a corresponding increased level of altruism and compassion
(Becker, 1995) (p.185).
Although youth caregiving poses many challenges, these findings denote the positive
effects and protective factors that caregiving can foster.
Review of Resources and Supports
The past three decades have shined a light on the prevalence of youth caregivers
around the world. According to Kavanaugh et al., (2016), “the support needs for youth
caregivers are slowly beginning to be acknowledged in both policy and programming” (p.
30). As mentioned previously, the U.S. has been the last of several countries to begin
researching this population. In order to understand where the U.S. stands regarding
supports for youth caregivers, it is imperative to acknowledge what other countries have
done in the past, and the advancements they are continuing to carry out.
International Supports and Resources
A study by Butler & Astbury (2005) reported on an evaluation of the Cornwall
Young Carers project (CYCP), conducted from 2000–2002.
The researchers discussed identiﬁcation of young carers, assessment of young
carers’ needs, direct service provision, and partnership working. The project was
able to identify 202 new young carers and demonstrated the critical need for
support services. The CYCP relied heavily on referrals from agencies and
community resources. In reviewing the data, social services emerged as the
primary source of referrals (87%) to the CYCP, followed by 4% from carer
support workers (Butler & Astbury, 2005, p. 296).

12
A disappointing ﬁnding was the fact that the referral rate from schools was extremely low
from school nurses and teachers (Butler & Astbury, 2005). The study’s results identiﬁed
the need to raise awareness in schools regarding the identiﬁcation of young carers.
Six years later, a second study by Smyth et al., 2011 showcased the vast
improvements that have been made in the UK regarding how young carers are identified.
The study revealed the following:
The majority of young carers who had contact with support services were referred
through community organizations or schools, either by school counselors,
teachers or school nurses. Workers mentioned referrals coming from other
counselors, hospitals, social workers in hospitals, youth services, respite centers,
other young carer organizations, community nurses, drug and alcohol programs,
neighbors, mentoring programs, government departments, aged care assessment
teams and mental health workers. The three strategies identified by the agencies
for identifying and supporting young carers were to encourage use of support
services, develop networks with other organizations to encourage referrals, and
identify young carers in schools (Smyth et al., 2011, p. 155).
Past studies have showcased the benefits of interprofessional collaboration
amongst professionals in any work setting. With the aim to identify and better support
youth caregivers in schools, a high level of interprofessional collaboration between
school support staff may assist in achieving that goal. “Interprofessional collaboration
refers to joint interprofessional efforts in teams to achieve mutually desired outcomes
through shared decision-making” (Borg & Drange, 2019; Canadian Interprofessional
Health Collaborative, 2010; Gajda & Koliba, 2007; Borg and Drange, 2019, p. 252). In
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the U.K., the majority of youth caregivers have been referred to support services through
school support staff, highlighting the importance of frequent connection and
collaboration amongst school counselors, school nurses, school psychologists, school
social workers, and teachers. McIntosh et al. (2021) state, “In order to provide competent,
all-encompassing care to students, school professionals should not only make efforts to
collaborate with outside professionals and other school personnel, but they must also seek
to understand the roles and services other professions provide” (p.172). Doing so can
allow for fellow professionals to see the student from a wholistic picture, rather than just
from the lens of their own profession (McIntosh et al., 2021). For example, a school
social worker or school psychologist may understand the stigma and emotional issues that
surrounds the label, “youth caregiver/carer”, while teachers and school nurses may offer
perspectives on educational and health needs of youth caregivers.
According to Smyth et al., 2011:
Encouraging service use by young people who did not recognize themselves as a
carer required a sensitive approach by service providers. Many were reluctant to
use the label ‘young carer’ to denote the client group their services targeted,
fearing that this could discourage some young people who did not self-identify
from accessing support. Instead, workers persuaded young people to use the
resources their service offered, telling them they were there to share, or that
‘young carer’ was just a project name, that young people could use the service
without identifying with the label. One worker who adopted this approach said
she described the services rather than simply referring to them as being for ‘young
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carers’. Such an approach, she felt, made both parents and young people more
comfortable about seeking assistance from her service (p. 155).
Moreover, Smyth et al.’s (2011) study indicated that workers dedicated their time to
creating and maintaining networks through sharing information about youth caregiving
services to several groups. “These groups included social workers in hospitals, disability
services, youth services, expos, youth clubs, Aboriginal & Torres Strait Islander liaison
officers, Indigenous elders network meetings, interagency meetings, and family support
services” (Smyth et al., 2011, p. 156).
Policy makers and workers highlighted the importance of schools as a place
where the majority of young carers (caregivers) may be found.
One worker discovered that presentations to schools had positive results, as
students who were young carers approached their teachers afterwards to ask for
more information. One advantage of this approach is that it alerted many young
people from a large geographic area about the service. “Another worker also
found that contact with schools was a productive way of finding young carers,
largely through regular meetings with staff, who would refer young carers to the
service” (Smyth et al., 2011, p. 156).
Further research revealed that the organization, Carer’s Trust, developed step-bystep resource guides for schools on how to identify and support young carers (caregivers)
in 2011. Resources included training materials, PowerPoints, and staff evaluation forms.
For example, there is a step-by-step guide with a section dedicated to providing guidance
on raising awareness for young carers (caregivers) with school staff. Additionally, the
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University of Derby and West Sussex provided resources to identify and support young
caregivers within their schools. An organization in Australia called the Young Carers
Network helped guide youth caregivers to support services, financial support, and the
Young Carer Bursary Program. The Young Caregivers Association in Canada provided
support groups, counselling services, and programs for the given population.
United States
The United States is the last of numerous countries to investigate the youth
caregiver population. Although general caregiving organizations and supports have been
put into action for many decades, resources and supports targeted specifically towards
caregiving youth were unheard of until the late 1990’s. For more than 40 years, the
Family Caregiver Alliance provided services to family caregivers, but none specifically
for youth caregivers. Services provided included assessment, care planning, direct care
skills, wellness programs, and financial consultation vouchers. The National Alliance for
Caregiving (NAC) was founded in 1996 and played a pivotal role in shaping public
policy for family caregivers and those in their care. In 1998, the American Association of
Caregiving Youth (AACY) located in Boca Raton, FL was founded to serve people who
were homebound and caregiving families. According to the website, the AACY is the
only organization in the US dedicated to addressing caregiving youth issues. In 2005, the
NAC conducted a national survey to inquire about youth caregivers for the first time in
the US. Finally, The BookEnd Caregiving Project was established to enhance
collaboration between researchers, health practitioners, community organizations, and
caregiving families in North Carolina. Although organizations have been created in order
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to support youth caregivers, there is a gap in the literature regarding how youth
caregivers are identified and supported within the schools.
Focus for the Study
Past research conducted in countries like the UK and Australia reveal the negative
impact youth caregiving can have on children and adolescents emotionally, socially,
behaviorally, and academically. However, little is known about youth caregivers in the
US, including the most effective ways to identify and support them. Data that does exist
such as the NAC/UHF findings hail from over 15 years ago. Additional research is
needed in order to address the numerous gaps in the literature. While several studies have
addressed the prevalence of youth caregiving, characteristics, and its impact, a focus on
youth caregiving support needs has not been investigated. The lack of school-based
programs prompts one to think how often school support staff understand their role in
identifying and supporting youth caregivers. Given that youth caregivers are now a
familiar population, a focus group investigating school support staff’s perspectives and
competence in supporting this population may highlight the need to provide social and
emotional supports within the school system.
Methodology
Purpose
Previous studies have focused on discovering the prevalence of youth caregiving
as well as its effects on adolescents’ mental health and academic performance. Research
suggests that although there are positive outcomes like practical life skills, and an
increased sense of pride and mastery (Gough & Gulliford, 2020), youth caregiving can
decrease one’s overall mental health and academic achievement. While global research
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has revealed experiences directly from the youth caregiver population, little is known
about school support staff’s perceptions on caregiving youth. This study aims to identify
current professional understanding and needs to promote more resources for students
caring for family members specifically in Virginia schools.
Research Questions
1. What level of knowledge do school support staff (school counselors, school
psychologists, school social workers, and school nurses) have of youth
caregivers?
2. Do school support staff feel confident in their ability to identify youth
caregivers?
3. Do school support staff feel confident in their ability to support youth
caregivers?
4. What level of awareness do school support staff have of youth caregivers?
5. What experience and perceptions do school support staff have about youth
caregiving?
Participants
This study was conducted over the course of the 2021-2022 academic school year.
Initially, the sample was going to be comprised of a convenient sampling of 12
participants from 4 disciplines within one of the largest school systems on the Virginia
Peninsula. There were to be three participants per discipline, and the four disciplines
include school counselors, school psychologists, school nurses, and school social
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workers. However, the focus group consisted of 4 school support staff participants which
included two school nurses, one school counselor, and one school psychologist. Once a
list of employees from each discipline were located on the school system’s website,
participants were recruited through the utilization of email invitations as well as a consent
form. A follow up email was sent 3 days later to solicit more participation. Each
participant worked in either a middle school or high school. The years of experience in
their current role was reduced from ten years minimum as noted in the original proposal,
to five years minimum due to frequent turnover in the school system. Although teachers
are a valuable resource, they were not included in this study due to the high work
demands and limited availability.
Table 1. Inclusion and Exclusion Criteria
Inclusion Criteria
• School counsellors,
school psychologists,
Participants
school nurses, school
social workers
• Employed in middle and
high school
• Have worked in current
role for 5+ years

Exclusion Criteria
• Teachers
• Employed in elementary
school and pre-school
buildings
• Worked in current role
for less than 5 years

Design
The current study is a qualitative design that consisted of qualitative data from
interview questions, and the data was confidential. A qualitative approach was chosen as
it is concerned with how individuals interpret, understand, and experience their social
world. It describes and analyzes from the point of view of research participants and
allows them to speak in their own words.
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Materials
Focus Group Questionnaire
The focus group participants were asked a list of questions, and their responses
were audio recorded. The interview questions were developed by the researcher through
the review of the literature and consideration of addressing researcher questions. An
example of a question was, “As we talk about this, do you have a story about your
understanding or working with youth caregivers?”.
Procedure
The main goal was to examine school support staff’s awareness and experiences
with the youth caregiver population. The researcher sought IRB approval from James
Madison University and the school system in order to begin the research process and to
research names of school support staff within the school system for a focus group. Once
IRB approval was granted and the list of experienced school support staff was obtained,
and email invitation was sent out to those with 10+ years of experience. Due to frequent
turnover within this school system, the years if experience were reduced to 5+ years. The
researcher needed a maximum of twelve willing participants and a minimum of four in
order to proceed with the focus group. Consent forms were sent to the researcher after
staff members agreed to participate. Once consent was obtained, there was email
communication between the researcher and school support staff to coordinate the best
date and time to hold the focus group. The focus group was held as a one-time sixty-toninety-minute meeting during the second semester. Due to COVID-19, the researcher
conducted the focus group over Zoom. The focus group was recorded with the
participants’ consent, transcribed in full and was approximately 42 minutes in duration.
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Data Analysis
To analyze the qualitative data collected from the focus group, a thematic analysis
was used to analyze the data using the cutting and sorting method (Ryan and Bernard,
2003). The goal was to allow for a wide range of themes since this was considered a
novel topic for school support staff.
Results
The focus group explored topics including their own definition of a youth
caregiver, their experiences with youth caregivers, having identified youth caregivers,
having supported youth caregivers, collaboration with other support staff, and
recommendations regarding how to identify and support the youth caregiver population
within the schools. Based on the focus group discussion, the following themes were
discovered: awareness of youth care giving students for focus group members, the lack of
identification tools within the schools, the financial aspect of youth caregiving, how
COVID-19 affected their ability to identify youth caregivers, collaboration amongst staff,
how youth caregiving affects students’ wellbeing and education, and school support
staffs’ willingness to learn more.
The transcript was transcribed and thematically sorted by using the cutting and
sorting method (Ryan and Bernard, 2003). The transcript was thematically sorted and
analyzed to identify patterns, commonalities and differences among the school support
staff’s experiences.
School Support Staff Findings
Awakening of the Youth Caregiver Label
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Although school support staff have come in contact with students who are
frequently absent and those who work to provide for their family, the majority were not
aware of the youth caregiver label. However, three of the participants have recognized
students in this role. The following quotes established how little awareness and
knowledge school support staff have regarding the youth caregiver population in their
school district. One participant stated, “It’s a cool topic. It’s something I’ve never really
thought about. You know these kids are there but I’ve never thought about it as a special
population”. (School Psychologist)
After reading the official youth caregiver definition to the participants, the
researcher asked the group to define this population in their own words. When asked to
give their own definition of a youth caregiver, two participants did not have an answer.
One participant stated:
I don’t know that I have known a lot of students in this position or just maybe
have never talked to them about it, but I don’t know what the definition would be.
I can’t think of a concise definition. (School psychologist)
The focus group findings underscore the way in which information about the prevalence
of caregiving youth in the U.S. is scarce.
Another participant shared:
We have a lot of students that take care of younger siblings when they get home. I
mean, they get them off the bus and are picking them up from school and getting
them dinner because their parents are working, so I would say that is my
definition. (School Nurse)
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Although two participants were unsure of a definition, one considered the financial
factors that may cause students to provide for their family.
I guess because I actually know a lot of students who do this, but any student who
helps in any way financially for their household. I know it says like helping
family members who have a physical, mental illness, disability, frailty, or other
condition. Sometimes I feel like some of our students who help in those
situations, maybe their parents don’t have some type of condition or anything, it
could be more like of a poverty type deal, and that is why they are helping out in
that way. (School Counselor)
Consequently, the focus group participants spoke about numerous experiences involving
students who have had to provide financially for their family.
Youth Caregiving Role: Helping Financially
School support staff participants identified several experiences that involved youth
caregivers working a job in order to provide for their family. Every participant mentioned
students working in family owned restaurants, landscaping, and construction. In addition,
cultural aspects were explored while discussing students who have jobs while also going
to school, as well as drop-out rates. Different perspectives were presented by comments
depending on various roles within the school’. One school nurse stated “Something I
would want to know from a nursing standpoint would be students who are working under
the table to make ends meet for their family”. (School Nurse)
I think cultural situations play into it as well, so some of the Hispanic population I
know at least some at my high school whose parents work in landscaping, and as
soon as the kid gets to an age they can really help, they are kind of seen as more
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of a contributor to the family rather than as a child I would say. (School
Psychologist)
I think a lot of what we’ve seen speaks to culture because we are one of the ELL
high schools in this area. A lot of them who are new to the country may be from a
country where the normal age to drop out of high school is 14, so when they get
here, they are see as more of an adult by their families at a younger age. (School
Counselor)
Effects on Education and Wellbeing
The participants shared their perceptions of how youth caregiving can negatively
affect their students. Many of the participants discussed not only the educational impact,
but also the behavioral outcomes. The following participants stated:
I know of an oldest of three, and she is a caregiver for her two younger sisters. I
think that it’s very hard on her, and the way it comes out is that she is always in
trouble at school. She has too many responsibilities at home and then all the
frustration eats out at school. She’s always in fights. But I never thought about it
like that until now because she has so much on her. (School Psychologist)
We would kind of keep tabs on those who said they were at home helping their
younger siblings with school or working during the day. If they’re helping a
younger sibling with school, then they are missing their class and what they are
supposed to be working on. (School Counselor)
Identifying Students: Effects of COVID-19
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The focus group participants discussed the lack of identification of this population
within the school system, alluding to uncertainty in their ability to identify youth
caregivers in the schools. Although some of the participants have never identified these
students, one participant mentioned chronic absenteeism online during the pandemic.
I would say that my major experience of identifying children came when the
pandemic hit full force, when we were looking for children. We were at a point
where we were going out into the community looking for kids. Before students
were able to come back to the building, only the counselors, student support
specialists, and graduation coaches were working in the building. We would have
a list of kids and we would visit their houses to see where they were, asking why
they weren’t getting on the computer every day and checking in for their classes.
Most of them either had a job or were looking after their younger siblings.
(School Counselor)
I would say now with COVID we’ve had kids tell us they had to stay home to
look after their siblings who were sick, and their parents had to go to work. So
you know, kids are staying home to care for their siblings. (School Nurse)
The participants heavily discussed their ability to identify students who are chronically
absent or have jobs, but expressed their concerns with differentiating between students
who are actual youth caregivers, those that are chronically absent for other reasons, and
those who work for their own spending money.
Collaboration Between Support Staff
Three of the participants shared their experiences collaborating with other school
support staff to identify students with chronic absenteeism, but have not collaborated to
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specifically identify youth caregivers. The participants mentioned collaboration with
senior graduation coaches, truancy officers, front office staff, other school counselors,
administration, social workers, and other school psychologists. Moreover, the school
nurse participants shared that they often collaborate with truancy officers and school
counselors to identify students with chronic absenteeism in case students need medical
resources and support. The school psychologist participant mentioned how front office
staff also play a role in identifying students who are chronically absent. For example, the
school psychologist noted “The front office staff at my school have good relationships
with the parents and also has information from the community. They’re also the ones that
keep and take the excuse notes from the absences”. (School Psychologist) In addition,
other participants stated:
We’ll work with the truancy officer sometimes to help identify kids who have
been chronically absent, and inquire if something is going on. We ask if it could
be medical or if they need resources. We ask how we can help them, if they need
homebound, things like that. (School Nurse)
A lot of the students who are in these situations end up in SST, and just depending
on what they need I guess like really our whole support staff end up helping. Like
you know, the school social worker is involved, our school psychologist,
sometimes depending on the issue our school nurse can be involved to kind of get
background there. I know one of our students, he was kind of doing a lot at home
but he also had an eating disorder so our nurse had to be in on it to help make a
medical plan type thing. And administrators too because a lot of times at the high
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school level, our AP’s have caseloads so they’ll call people and do things too so.
(School Counselor)
Lack of Identification Tools and Supports Within the Schools
The sense that there is a lack of identification tools and resources is particularly
evident in the remarks of each participant. Although there are identification tools and
supports established within the school buildings for truancy, none have been
implemented specifically for youth caregivers. While questions may arise during
conversations between staff and students, many are not willing to come forward and
share their circumstances. Regarding youth caregivers, school staff participants shared
that students are not identified until a significant impact in their academics and behavior
are noticed. In addition, implicit biases were discussed, particularly the importance of
reducing judgement and taking the time to build relationships in order to foster a safe
environment for students to come forward. The lack of special training and awareness has
hindered their ability to adequately identify and support this population, thus highlighting
the hesitancy in school support staff’s ability to support youth caregivers. Participants’
comments reflect this in statements below:
If a student is doing poorly, a lot of the times those one-one-one discussions do
lead to more of like an overall “how are you doing” type thing. Sometimes you
find out that families are just really going through it. (School Counselor)
I feel like some people are quick to judge as far as, like if the kid is failing a class,
they’re quick to jump on them for it but they don’t know why and they don’t care
to take the time to understand why or what’s going on. Just because they haven’t
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told that one person doesn’t mean they haven’t told someone else in the building
that they trust and can speak with. (School Nurse)
I mean only in the circumstances where if we are aware of a child helping out
their parent in the household a lot we’ll let the guidance counselor know so they
can monitor the home situation. Especially if students are being kept home to care
for their younger siblings so that they’re not falling behind in their studies. But
beyond that we have never had special training. (School Psychologist)
For many of the participants, making recommendations regarding how to identify and
support youth caregivers was a difficult task. In particular, some participants were
worried about the outcome of singling students out. However, the participants soon
discussed the use of a screener, the importance of family/school collaboration, fostering
relationships between students and staff, and support groups. Participants commented
“It’s tough. Good communication? You have to keep that open line of communication
and have everybody on the same page in order to support them”. (School nurse) and
“There’s got to be a better way to handle this and going about identifying them so that we
can support them”. (School nurse)
It’s important to really identify who is a true caregiver. We have tons of kids who
have jobs but they aren’t caregivers. They aren’t paying rent or the utility bill. So
I think if we are able to adequately identify, you know like if we had a student for
whatever reason who is not doing what they are supposed to be doing in school,
and then you find out they have a job, like just asking the right questions to that
person. Like ‘hey, do you have this job because you want the extra money or
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because you are helping at home’, and that could change the direction of the
conversation. (School Counselor)
It’s almost like you only register for school as a kindergarten student and if you
stay in this school system, you’re not really filling out that registration paperwork.
I think it would be really neat if we had like a checklist at the beginning of each
year that you know would ask some of these questions. (School Psychologist)
I guess if there were quite a few, there would have to be some sort of group that
would help them find out that they’re not alone in that struggle. Maybe they could
even turn to each other for that support and encouragement to work on the
academics as well as working. But first, that would take a screener to identify.
The high schools are so big, so unless the kid is really coming to everyone’s
attention by not doing well, we really don’t know about these situations. (School
Psychologist)
Willingness to Learn More
It was clear that every participant was interested in learning more about how to
identify and support the youth caregiver population. The participants described their
willingness to learn and to bring awareness within the schools, emphasizing the
importance of speaking with school support staff about the youth caregiver population.
This is noted in the comments of the two school nurses: “As a nurse, I would love to be
able to learn how I could better support them and help them make the right decisions in
life”; and “I also want to help others just acknowledge that they exist”. A similar
comment was shared by the school counselor: “If there’s any type of supports we can
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help them with, especially for students who are new to our country, I would definitely be
interested”.
Table 2. Themes
Theme
Awakening of Label

Research Question
Question 1 and 4: Level
of knowledge (1) and
awareness (4)

Participant Quote Example
“It’s a cool topic. It’s something I’ve never really
thought about. You know these kids are there but I’ve
never thought about it as a special population”.

Youth Caregiver Role:
Helping Financially

Question 5:
Experiences and
perceptions

“I think cultural situations play into it as well, so some of
the Hispanic population I know at least some at my high
school whose parents work in landscaping, and as soon
as the kid gets to an age they can really help, they are
kind of seen as more of a contributor to the family rather
than as a child I would say”.

Effects on Education
and Wellbeing

Question 5:
Experiences and
perceptions

Identifying Students:
Effects of COVID-19

Question 2: identifying
youth caregivers

Collaboration
Between Support
Staff

Question 2 & 3::
identifying (2) and
supporting (3) youth
caregivers

Lack of Identification
Tools and Supports
Within the Schools

Question 2 & 3:
identifying (2) and
supporting (3) youth
caregivers

“I know of an oldest of three, and she is a caregiver for
her two younger sisters. I think that it’s very hard on her,
and the way it comes out is that she is always in trouble
at school. She has too many responsibilities at home and
then all the frustration eats out at school. She’s always in
fights. But I never thought about it like that until now
because she has so much on her”.
“I would say that my major experience of identifying
children came when the pandemic hit full force, when we
were looking for children. We were at a point where we
were going out into the community looking for
kids…We would have a list of kids and we would visit
their houses to see where they were, asking why they
weren’t getting on the computer every day and checking
in for their classes. Most of them either had a job or were
looking after their younger siblings”.
“We’ll work with the truancy officer sometimes to help
identify kids who have been chronically absent, and
inquire if something is going on. We ask if it could be
medical or if they need resources. We ask how we can
help them, if they need homebound, things like that”.
“I mean only in the circumstances where if we are aware
of a child helping out their parent in the household a lot
we’ll let the guidance counselor know so they can
monitor the home situation. Especially if students are
being kept home to care for their younger siblings so that
they’re not falling behind in their studies. But beyond
that we have never had special training”.
“I also want to help others just acknowledge that they
exist”.

Willingness to Learn
More

Question 1 and 4: Level
of knowledge (1) &
awareness (4)
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Discussion
Similar to Smyth et. al’s (2011) findings of youth caregivers’ lack of awareness
regarding the youth caregiver label, the focus group findings establish how little
awareness and knowledge school support staff have regarding the youth caregiver
population in their school district. Although school support staff have come in contact
with students who are frequently absent and those who work to provide for their family,
the majority were not aware of the youth caregiver label. These results build on the
existing evidence mentioned in the literature that the U.S. has been the last of several
countries to even begin researching this population.
The participants initially had difficulty creating their own definition of a youth
caregiver, but soon discussed the financial factors that previously mentioned definition
did not. In addition, cultural factors were highlighted while participants discussed
students who have jobs. This may pose the argument to expand the definition to children
who work to provide for their family. Although this appears to be absent from the current
literature, the focus group participants identified this as a consideration for their school
population and this may add to considering supports in a culturally responsive manner.
As mentioned earlier by Gough and Guillford (2020), caregiving may have a
potential detrimental impact upon children and adolescent psychological wellbeing,
social wellbeing and educational outcomes. School support staff heavily mentioned
chronic absenteeism as well as the impact on behavior. This corroborates the research
conducted by the NAC/UHF (2005 p. 25) that describes how youth caregivers are more
likely than non-caregivers to have trouble getting along with teachers, to bully or act
mean towards others, to be disobedient at school, and to associate with kids who get in
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trouble. This research demonstrates school support staff’s experiences and perceptions on
the impact of youth caregiving.
Similar to Butler and Astbury 2005’s study which revealed the low referral rates
from schools due to the lack of awareness, Chronic online absenteeism during the
COVID-19 pandemic showcased the numerous students who work and/or care for their
siblings at home. School support staff dedicated their time to going into the homes to
locate the students who were not logging into their classes. School support staff’s
attention to absenteeism may be an opening into looking at youth caregivers more
intentionally.
The fact that the majority of school staff participants did not initially recognize
this population means that there aren’t identification tools, resources, and supports
implemented in the schools. This highlights the importance of raising awareness, because
if school support staff are unaware of this population, youth caregivers are likely to
remain hidden. Other countries like the U.K. have found success in their ability to
identify and support students through the schools by educating school support staff first.
After raising awareness, the majority of young caregivers who had contact with support
services were referred through community organizations or schools, either by school
counselors, teachers or school nurses (Smyth et al., 2011).
Due to the lack of identification tools and supports, each participant felt hesitant
of their ability to both identify and support youth caregivers. However, they felt confident
in their ability to collaborate with other school support staff, and have strived to support
those with chronic absenteeism and those with jobs. While the tools and supports have
not been formed, the ability to collaborate was sensed to be strong within the
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participants’ school buildings. Research both in Canadian and U.K. contexts showcase
the benefits of frequent interprofessional collaboration amongst school support staff
(Canadian Interprofessional Health Collaborative, 2010; Gajda & Koliba, 2007; Borg and
Drange, 2019).
A new understanding concerning youth caregivers resulted in each participant
yearning to learn more about this population. Each participant expressed their interest in
raising awareness and learning more about resources and supports. Once school support
staff gain knowledge of this population, they are then able to educate the students. Once
students gain access to information regarding youth caregivers, they are able to share
information amongst one another about services and supports. Schools can then emerge
as central to identifying youth caregivers, which has been the outcome in Canadian
research (Hill et al. 2009, Moore et al. 2009).
Specific dynamics or entry points such as absenteeism and frequent collaboration
amongst staff were noted within the participants’ schools for this study. Although they
were unaware of ways to identify and support youth caregivers, their strengths included
collaboration between support staff and ways to identify and support those with chronic
absenteeism. Implications for school psychologists may include leading focus groups
within their school districts to identify entry points within their school buildings.
Discovering those entry points before creating a professional development may be
extremely beneficial, and help serve as a means of support in the interim.
Limitations
Four notable limitations affected this study. The researcher noticed the frequent
turnover rates in Newport News, which heavily affected the recruitment process. In order
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to move forward with the study, the participant requirement of having 10+ years of
experience was lowered to 5+ years. A second obstacle the researcher noted was
difficulty securing research site approval. Due to the lengthy research approval process,
time to synthesize and analyze the data was significantly reduced. The third limitation
was the inability to recruit a social worker. Although there were four participants in the
study, input was not provided by the fourth discipline. In addition, recruiting truancy
officers, senior graduation coaches, and student support specialists may have led to a
more enriching discussion. Finally, the last limitation to this study is the lack of
experiences and perceptions teachers could provide regarding youth caregivers.
Conclusion
The literature has addressed the prevalence of youth caregiving, characteristics,
and its impact. While global research has revealed experiences directly from the youth
caregiver population, little was known about school support staffs’ perceptions on
caregiving youth. This study provides the first investigation of school support staff’s
perspectives and competence in supporting the youth caregiver population. The results of
this research indicate school staff support staff had very little knowledge and awareness
regarding the youth caregiver population. Many of the experiences school support staff
had regarding youth caregivers heavily involved students with chronic absenteeism due
to working to support their family or staying at home to look after their siblings. Many of
the participants observed the negative impact youth caregiving has on students’ education
and wellbeing. Although school support staff felt confident in their ability to collaborate
with other school support staff in identifying and supporting students with chronic
absenteeism, they did not feel confident in their ability to identify and support the youth
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caregiver population specifically. Due to the lack of identification tools and supports
within the schools, the participants did not feel equipped to assist with this population.
Addressing these gaps raises awareness for the youth caregiving population, while also
creating avenues for further research.
Further research may include the impact of presenting information regarding the
youth caregiving population to staff and students, implementing youth caregiving
assessment tools within the school buildings, and creating supports within the school
system. In addition, collecting more of student voices within the United States may bring
forth awareness and deconstruct the stigma and shame surrounding this role. Finally, it is
imperative to pursue building awareness while concurrently forming avenues to supports
and resources.
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Focus Group Interview Questions (Appendix A)
A youth caregiver is any child or adolescent 18 years of age and younger who provide
significant or substantial assistance, often on a regular basis, to relatives or household
members who need help because of physical or mental illness, disability, frailty
associated with aging, substance misuse, or other condition (The American Association
for Caregiving Youth, 2021).
1. How long have you been in your current role?
2. What school setting do you predominantly work in?
3. How would you define a youth caregiver?
4. In what ways do you agree or disagree with the current definition of youth caregiver?
5. What is your experience with this coming up in your role in the schools?
Have you ever received training or information on youth caregivers?
If so, where?
6. Have you ever identified youth caregivers in your school building?
If yes, how so?
If no, how do you think you would approach identifying youth caregivers?
7. As we talk about this, do you have a story about your understanding or working with
youth caregivers?
How did you approach discussing a student’s caregiving responsibilities?
What were their responsibilities at home?
How did their responsibilities affect their overall wellbeing and education?
Did you notice any potential protective and resiliency factors that helped support
this
student?
8. In what ways have you collaborated with a support school staff school professional in
providing supports for youth caregivers?
9. Are there supports within your school building to support youth caregivers?
10. What would you recommend your school do in order to identify and support this
population?
11. Are you interested in learning more about supporting youth caregivers?
12. What question would you have for a fellow staff member from a different discipline
regarding youth caregivers?
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Youth Caregiver Focus Group Consent Form (Appendix B)
Identification of Investigators & Purpose of Study
You are being asked to participate in a research study conducted by Rianna Taylor from
James Madison University. The purpose of this study is to examine school support staff’s
(school counselors, school psychologists, school nurses, and school social workers)
awareness of the youth caregiver population. This study will contribute to the researcher’s
completion of her master’s thesis.
Research Procedures
Should you decide to participate in this research study, you will be asked to sign this
consent form once all your questions have been answered to your satisfaction. This study
consists of a focus group that will be administered to individual participants in a convenient
location in one of the Newport News elementary schools. You will be asked to provide
answers to a series of questions related to your perception on the youth caregiver
population. The responses of each participant will be audio recorded.
Time Required
Participation in this study will require a one-time 60–90-minute meeting during the first
semester of the school year.
Risks
The investigator does not perceive more than minimal risks from your involvement in this
study (that is, no risks beyond the risks associated with everyday life).
Benefits
Potential benefits from participation in this study include reflecting on any experiences that
may lead to a better understanding of one’s awareness of the youth caregiver population.
Information from this study may benefit the youth caregiver population as well as school
support staff in the future.
Incentives
You will not receive any compensation for participation in this study.
Confidentiality
The results of this research will be presented at the JMU School Psychology Program
symposium as well as the Virginia Academy of School Psychologists (VASP). The results
of this project will be coded in such a way that the respondent’s identity will not be attached
to the final form of this study. The researcher retains the right to use and publish nonidentifiable data. While individual responses are confidential, aggregate data will be
presented representing averages or generalizations about the responses as a whole. All data
will be stored in a secure location accessible only to the researcher. Upon completion of
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the study, all information that matches up individual respondents with their answers
including audio recordings will be destroyed. Final aggregate results will be made
available to participants upon request.
Participation & Withdrawal
Your participation is entirely voluntary. You are free to choose not to participate. Should
you choose to participate, you can withdraw at any time without consequences of any kind.
Questions about the Study
If you have questions or concerns during the time of your participation in this study, or
after its completion or you would like to receive a copy of the final aggregate results of this
study, please contact:
Rianna Taylor

Debi Kipps-Vaughan

Department of Graduate Psychology

Department of Graduate Psychology

James Madison University

James Madison University

Taylo2rg@dukes.jmu.edu

Telephone: (540) 568-4557
kippsvdx@jmu.edu

Questions about Your Rights as a Research Subject
Dr. Lindsey Harvell-Bowman
Chair, Institutional Review Board
James Madison University
(540) 568-2611
harve2la@jmu.edu
Giving of Consent
I have read this consent form and I understand what is being requested of me as a
participant in this study. I freely consent to participate. I have been given satisfactory
answers to my questions. The investigator provided me with a copy of this form. I certify
that I am at least 18 years of age.

I give consent to be audio recorded during my interview. ________ (initials)
______________________________________
Name of Participant (Printed)
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______________________________________
Name of Participant (Signed)
______________________________________
Name of Researcher (Signed)

______________
Date
______________
Date

This study has been approved by the IRB, protocol #

.

